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Abstract:

Background: Electronic health (eHealth) tools may support patients’ self-
management of chronic kidney disease (CKD). We aimed to identify 
preferences of CKD patients, caregivers and health care providers (HCPs) 
regarding content and features for an eHealth tool to support CKD self-
management. 
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Methods: Patients, caregivers and clinicians (n=24) across Canada 
participated in a 1-day consensus workshop. Using personas (fictional 
characters) and a cumulative voting technique they identified 
preferences for content for eight pre-determined topics and eHealth tool 
features. A patient-oriented research approach was taken with six 
patient partners involved in study design (i.e. co-planning workshop and 
materials), data collection (i.e. study participants at workshop) and 
review of results. 

Results: Specific content for the eight pre-determined topics included: 
understanding CKD (information about kidneys, CKD and disease 
progression); diet (reliable information on diet for CKD and 
comorbidities, renal friendly foods); finances (affordability of medication, 
equipment, food, financial resources and planning); medication (common 
medications, side effects, indications, cost and coverage); symptoms 
(types, management); travel (limitations, insurance, access to 
healthcare, travel checklists); mental/physical support (screening and 
supports to address mental health, cultural sensitivity, adjusting to new 
normal); and work/school (support to integrate, restrictions). Preferred 
features included visuals, ability to enter and track health information, 
ability to interact with HCPs, “on-the-go” access, links to resources, and 
access to personal health information. 

Interpretation: A consensus workshop developed around personas was 
successful for identifying detailed subject matter for eight pre-
determined topic areas, as well as preferred features to consider in the 
co-development of a CKD patient self-management eHealth tool.
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GRIPP 2 checklist

Section and topic Item Reported on page No.
1. Aim Report the aim of PPI in study. 7
2. Methods Provide a clear description of the 

methods used for PPI in the study.
7 - 9

3. Study results Outcomes – report the results of the 
PPI in the study, including positive 
and negative outcomes.

11 – 13, 15

4. Discussion and 
conclusions

Outcomes – comment on the extent to 
which PPI influenced the study 
overall. Describe the positive and 
negative effects.

12 - 15

5. Reflections/critical 
perspective

Comment critically on the study, 
reflecting on the things that went well 
and those that did not, so others can 
learn from this experience.

14 - 15

PPI = Patient and Public Involvement
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Abstract word count: 250

Manuscript word count): 2493

Short title: Preferences for a CKD patient self-management eHealth tool
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ABSTRACT 

Background: Electronic health (eHealth) tools may support patients’ self-management of 

chronic kidney disease (CKD). We aimed to identify preferences of CKD patients, caregivers 

and health care providers (HCPs) regarding content and features for an eHealth tool to support 

CKD self-management.

Methods: Patients, caregivers and clinicians (n=24) across Canada participated in a 1-day 

consensus workshop. Using personas (fictional characters) and a cumulative voting technique 

they identified preferences for content for eight pre-determined topics and eHealth tool features. 

A patient-oriented research approach was taken with six patient partners involved in study design 

(i.e. co-planning workshop and materials), data collection (i.e. study participants at workshop) 

and review of results. 

Results: Specific content for the eight pre-determined topics included: understanding CKD 

(information about kidneys, CKD and disease progression); diet (reliable information on diet for 

CKD and comorbidities, renal friendly foods); finances (affordability of medication, equipment, 

food, financial resources and planning); medication (common medications, side effects, 

indications, cost and coverage); symptoms (types, management); travel (limitations, insurance, 

access to healthcare, travel checklists); mental/physical support (screening and supports to 

address mental health, cultural sensitivity, adjusting to new normal); and work/school (support to 

integrate, restrictions). Preferred features included visuals, ability to enter and track health 

information, ability to interact with HCPs, “on-the-go” access, links to resources, and access to 

personal health information.
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Interpretation: A consensus workshop developed around personas was successful for 

identifying detailed subject matter for eight pre-determined topic areas, as well as preferred 

features to consider in the co-development of a CKD patient self-management eHealth tool.

Index words: Chronic kidney disease, patient-oriented research, person-centered care, personas, 

self-management
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Plain Language Summary 

Electronic health (eHealth) tools such as websites and mobile applications may help patients 

with chronic kidney disease (CKD) and caregivers manage their health and well-being. In this 

study, we identify the preferences of patients with CKD, caregivers and health care providers 

regarding content and features for an eHealth tool to support self-management of CKD. Our 

study team included six patient partners as well as researchers, clinicians and decision makers. 

Our patient partners were involved in all phases of the research. 

We invited patients, caregivers, researchers and health care providers to discuss content 

preferences for eight pre-determined topics, as well as features for an eHealth tool. Participants 

wanted access to general and concise information about: the kidneys, CKD and disease 

progression; diet requirements for CKD and other comorbidities; affordable food, medication, 

financial resources and planning; reasons for and side-effects of medications; symptom 

management; travel limitations and insurance; mental health screening and supports; and 

work/school guidance. Patients and caregivers wanted eHealth features that can be accessed “on-

the-go”, display information visually, have the ability to enter and track health information, 

interact with health care providers, and provide links to resources. These findings will help guide 

co-development of an eHealth tool for self-management for patients with CKD and caregivers.
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INTRODUCTION 

The focus on person-centered care has prompted changes in patient engagement in their health, 

as well as their contribution in research. Patients with chronic kidney disease (CKD) and those 

that care for them embark on a lifelong journey that entails dealing with complex medical issues 

and balancing medical management of kidney disease with demands of their daily lives. For the 

approximately 9% of Canadian adults living with CKD these issues often include management of 

diabetes, high blood pressure and cardiovascular disease, and strategies to slow progression of 

their CKD to delay or avoid development of end-stage kidney disease (ESKD).1 The unique 

expertise that patients with CKD develop in managing their illness is recognized as invaluable to 

the research processes.

A national research priority setting project involving patients, caregivers and stakeholders 

identified the need to enhance patient-targeted strategies for self-managing CKD.2 Self-

management, a complex set of processes that involves acquiring knowledge, skills and 

confidence to manage a chronic disease3, has the potential to positively impact clinical outcomes 

and quality of life for patients with CKD.4 There is the opportunity to involve patients in the 

development of self-management support interventions that meet their needs, specifically around 

the areas of knowledge, how they receive it and timeliness of the information.5 Traditionally, 

self-management interventions for patients with CKD include education and support through 

face-to-face interactions with minimal use of electronic health tools (e.g., websites, mobile apps, 

short messaging service).6 The use of an electronic health (eHealth) tool, including the Internet, 

mobile phone-based applications, computer based and mixed modes, may enhance patient self-

management,7 given the increased use of the Internet by individuals with chronic disease as a 
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“first stop” for health information.8 While eHealth tools will not replace the provider-patient 

relationship, they are a potential platform to augment CKD self-management support.

This study is part of a national multi-phase project involving patients, caregivers, health care 

providers (HCPs), researchers and policy makers (Canadians Seeking Solutions and Innovations 

to Overcome CKD, Can-SOLVE CKD Network).9 Prior work included a qualitative study 

exploring the needs of adults with CKD and caregivers for self-management support.5 Eight 

topic areas were identified (understanding CKD, diet, medications, symptoms, finances, 

mental/physical health, travel, and work/school), as well as features including mixed content 

formats (e.g. visuals, text, user generated content, etc.).  In this paper we describe a consensus 

workshop using personas and engagement of our patient and caregiver partners (i.e. from herein 

Patient Partners, PP) to determine preferences for content for the eight pre-determined topic 

areas and features for a CKD patient self-management eHealth tool.

METHODS 

Study design 

We used a 1-day consensus workshop format to engage stakeholders in identifying content 

preferences for eight pre-determined topic areas and features for a CKD patient self-management 

eHealth tool. The workshop comprised a combination of small and large group exercises, using 

personas, facilitated by individuals with experience in group facilitation techniques. A 

cumulative voting technique (i.e. dot democracy)10 approach was used in the final phase of the 

workshop where participants used dots to delineate their preferences. We used the Guidance for 

Reporting Involvement of Patients and Public (GRIPP2) to report this work.11 

Page 9 of 30

For Peer Review Only

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



Confidential

CMAJ Open Manuscript

8

Persona Co-creation

Personas are fictitious descriptions of users that facilitate and guide the creation of interactive 

systems, and have been used in the fields of human-computer interaction and marketing.12 For 

the purpose of our workshop, personas were used to represent hypothetical patients with CKD 

and caregivers, with the aim of improving communication about their needs to stakeholders. We 

developed the personas as an archetypical representation of real and potential eHealth tool users, 

to illustrate their characteristics (e.g. needs, skills, behaviors, motivations, frustrations and 

goals). The general principles of persona development include the use of empirical evidence 

(quantitative and qualitative data), the concept of “particularity” (i.e. user characteristics and 

behaviors) and using a collaborative approach with engagement of relevant stakeholders.12, 13 

Figure 1 represents the multi-step process used for co-creation of the six personas (three patients 

and three caregivers). We initially created a persona skeleton to include the following 

components: persona name, demographic description (e.g. age, diagnosis, hobbies, life 

experiences, etc.), goals (e.g. lifestyle) and challenges (e.g. frustrations, concerns). Next, we used 

data from our prior work to populate persona templates, including age, gender, CKD category 

and comorbidities.5, 14 In consultation with our six PPs, using an iterative process, persona 

features were modified including persona names, goals, challenges, technical ability (i.e. 

computer literacy, internet use/availability) and health behavior characteristics (i.e. health 

literacy, support networks, knowledge of health status, readiness for change). Revised personas 

were reviewed at an in-person research team meeting and through discussion and agreement, the 

six personas were finalized. General comments from our PPs regarding persona co-creation 

included “I felt I could give meaningful input and be involved in this step of the research” and 
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“we had the opportunity to make them (personas) real – persona-fying my experience”. An 

example of a patient persona is provided in Appendix 1, Supplementary.

Participants and Setting 

English-speaking individuals, aged 18 years or over, who were able to provide informed consent 

and aware of their diagnosis of CKD (Categories 1 to 5, not on dialysis), regardless of CKD 

etiology or duration, were eligible to participate in the workshop. Informal caregivers (e.g. 

family members, friends) of individuals with CKD, researchers, clinicians and policy makers 

with an interest in CKD care were also eligible. Through email invitation, participants were 

recruited from the Can-SOLVE CKD Network9 as well as prior focus group and interview 

participants5 who provided consent to be contacted for future phases of this work. We 

purposefully sampled to ensure we had diversity from all stakeholder groups. Two weeks prior to 

the consensus workshop, participants received materials including a Reflective Questionnaire 

(Appendix 2, Supplementary) and were asked to reflect on their personal experiences with CKD 

based on their stakeholder roles. This was done to capture their individual self-management 

preferences, prior to asking them to take on a persona perspective at the workshop.

Data Collection 

At the beginning of the workshop, the main facilitator (MD) presented background information 

including results from a scoping review of CKD self-management support interventions14, a 

survey of Canadian CKD clinics to identify their resources used6 and findings of a qualitative 

study of patients with CKD and caregiver self-management needs.5 Facilitators moderated four 
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heterogeneous small groups (i.e. representatives from all stakeholder groups) using a discussion 

guide (Appendix 3, Supplementary), directing participants to assume a persona lens and provide 

input regarding the persona’s needs for each topic area and feature category. Small group 

discussions were captured by a note taker as well as audio recorded. Small group discussions 

were followed by a large group discussion where a representative from each group provided a 

summary of group ideas. Subject matter from small and large group discussions were recorded 

and categorized on flip charts by the facilitators under each of the eight pre-determined topic 

areas and general eHealth features. Cumulative dot voting (i.e. dot democracy) was used to 

identify preferences for content and features. Each participant was provided with 5 dots to vote 

on 5 individual content ideas/suggestions under each of the eight pre-determined topic areas, and 

3 dots for each of the feature categories, which they considered “important to people with CKD 

and those that care for them”. All participants completed an evaluation at the end of the 

workshop (Appendix 4). 

Patient Engagement

Six PPs (GH, CAL, CLL, BW, MLD, DS) from across Canada are collaborators on the CKD 

self-management research team: one is a caregiver and five are patients with CKD. The PPs were 

involved in the study design (i.e. co-planning consensus workshop and materials), participated in 

data collection (i.e. study participants at consensus workshop), reviewed final outputs, and 

contributed to manuscript preparation and dissemination (i.e. conferences). 
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Statistical Analysis

Descriptive analysis was used for demographic and workshop data. To rank preferences for each 

of the content suggestions under the eight pre-determined topic areas and general features, dots 

were tallied and content ideas were ranked as high (≥10 dots), medium (3- 9 dots) and low (< 3 

dots) priority. To ensure all subject matter was captured, two team members (BH and MD) 

independently reviewed the list of preferences, reflective questionnaire responses, field notes and 

flip chart data. Next, the two team members reviewed and finalized the wording for the content 

suggestions for the eight pre-determined topic areas and general features.

Four weeks following the workshop, participants were provided the results and were offered the 

opportunity to provide feedback via email. Respondent comments validated the findings with no 

changes required.

Ethics approval

Ethics approval was obtained from the University of Calgary Conjoint Health Research Ethics 

Board (REB17-0908). Participants provided written informed consent prior to participating.

RESULTS

Workshop

The workshop included 24 participants (11 patients, 6 caregivers, 2 nurses and one dietitian, 

pharmacist, policy maker, primary care physician and nephrologist) from across Canada. The 

majority of participants were female (80%), under the age of 65 years (84%), married (63%), 
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employed (79%) with a minimum of a post-secondary education (88%) and living in an urban 

setting (63%) (Table 1). The majority of patient participants had an estimated Glomerular 

Filtration Rate (eGFR) of greater than 15 mL/min/1.73 m2 (73%), and were diagnosed within the 

last 10 years (74%).

Within the eight pre-determined topic areas, the following content suggestions were ranked the 

highest (≥ 10 dots): understanding CKD (basic information about kidneys, CKD and disease 

progression); diet (reliable information on diet requirements for CKD and other comorbidities, 

renal friendly foods); finances (affordability of medication, equipment, food, financial resources 

and planning); medication (common medications, side effects, indications, cost and coverage); 

symptoms (types, management); travel (limitations, insurance, access to healthcare, travel 

checklists); mental/physical support (screening and supports to address mental health, cultural 

sensitivity, adjusting to new normal); and work/school (support to help integrate, restrictions) 

(Table 2). 

Generally, participants indicated that the eHealth tool should be interactive with multi-media (i.e. 

text, images, graphics, etc.) components. Preferred features included visuals, ability to enter and 

track health information and interact with HCPs, on-the-go access, links to resources, and access 

to personal health information. In the large group discussion there was support for features that 

were ranked as medium priority. These included a matrix visual (i.e. set of cells that contain 

visual and textual elements for users to choose from) versus a list of topics, as well as a layering 
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feature where they can “drill down for specifics” (i.e. go step by step through content based on 

their needs).

Workshop evaluation

All participants completed the post-workshop evaluation. The majority (> 95%) strongly agreed 

that the workshop goal was clear, the material was well organized and the facilitators were 

knowledgeable. Twenty-three participants (96%) strongly agreed that the personas aided in topic 

discussions. Participant comments included “personas great because I related with all of them”, 

“personas, excellent way to focus the conversations and gain multiple perspectives” and “personas 

were great in aiding with workshop objectives”.

INTERPRETATION 

Our patient-oriented research (POR) study demonstrated how PPs are able to provide important 

input to study processes. This input included the creation of personas to engage stakeholders at a 

consensus workshop, and the use of those personas to determine preferences for content and 

features for a CKD patient self-management eHealth tool. Through the consensus workshop, we 

were able to identify key subject matter for eight pre-determined topic areas relevant for CKD 

self-management, as well as feature elements for an eHealth tool. 

To our knowledge, there is limited literature on the co-creation of personas with PPs for health 

research. The persona-based methodology has been described in medical informatics literature13 
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and has been studied by a handful of health researchers.15, 16 These studies suggest that personas 

are useful in informing the design and implementation of health technologies. Using a multi-

method structured approach including PPs and research team members in all aspects of this 

project enabled us to capture and present the broad self-management needs for both patients and 

caregivers. The six multi-dimensional personas allowed participants to critically reflect on how 

patients with CKD or caregivers think, feel and behave. In the context of self-management, the 

personas demonstrated life complexities for both patients and caregivers, along with issues that 

determine an individual’s ability to engage in managing CKD and living life with a chronic 

disease. In the workshop, the personas were an effective tool to advocate for patients and 

caregivers, facilitate communication between workshop participants, and provide rich 

descriptions of otherwise complex scenarios in order to prioritize content and features for an 

eHealth tool. 

The consensus workshop allowed us to capture unique details around the broad topic areas to 

support CKD self-management and identify preliminary features for an eHealth tool. Compared 

to other techniques (i.e. focus groups, surveys) the dot democracy (voting) approach was 

efficient and created a receptive environment enabling all workshop participants to participate 

equally. The content identified for each topic area are similar to those from prior literature 

reviews, including information about understanding CKD, medications, lifestyle modification 

and dietary advice.17, 18 We also considered additional needs that patients and caregivers have 

identified as important for self-management5 including travel, work/school, finances, symptoms, 

mental and physical support, as well as features of an eHealth tool. Through the consensus 
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workshop we were able to delve into specifics for each of these areas and identify preferences for 

information and resources that should be considered.

Limitations

Our findings should be interpreted within the context of our study population. The majority of 

participants were recruited through the Can-SOLVE CKD Network and were past participants 

from our previous studies, suggesting that they may be more engaged in self-management. In 

addition, participants needed to be English speaking to participate in the workshop, and the 

majority were female with post-secondary education, therefore our findings may not be reflective 

of the preferences of the broader population of patients with CKD and those that care for them.

Lessons learned from patient engagement

Our findings are grounded in the experiences of our PPs, with varying levels of lived experience 

with CKD as well as knowledge and skills with research-related activities. We used strategies 

and contextual factors to ensure that PPs experiences, skills, flexibility and availability were 

included. Our PPs have been involved in the research processes of previous studies for this 

multi-phase research project, ensuring that they were integral in decision making along the way. 

Meaningful recognition through shared power (GH, PP co-principle investigator) and meaningful 

collaboration through face-to-face team meetings and informal talks one-on-one were 

fundamental to mutual learnings. Ultimately, PP engagement will continue to inform this multi-

phase project to ensure a positive impact on the quality of life and health care for patients living 

with CKD.
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Conclusions

Our study illustrates success using personas in a consensus workshop to determine preferences 

for content and features of an eHealth tool for CKD self-management. The use of personas could 

be applied to other applications in other POR work exploring patient preferences and needs in 

order to improve care and relevant outcomes. These findings will inform further co-development 

of a CKD patient self-management eHealth tool through continued patient engagement. 
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Table 1. Participant characteristics

Participant Characteristics (n=24) Number (%)
Role
            Patient 11 (46)
            Caregiver 6 (25)
            Health care professional 
            (2 nurses, dietitian, pharmacist, PCP, nephrologist,     
            decision maker)

7 (29)

Gender
Male 5 (20)
Female 19 (80)

Age (years)
Under 50 11 (46)
50 – 64 9 (38)
65 – 74 3 (12)
≥ 75 1 (4)

Marital status
Common Law 5 (21)
Divorced 2 (8)
Married 15 (63)
Single 2 (8)

Geographical location (Population)
< 500,000 (rural) 9 (37)
≥ 500,000 (urban) 15 (63)

Level of education
Primary (≤ grade 12) 3 (12)
Post-secondary 
(college, university, trade school)

12 (50)

Graduate 9 (38)
Level of employment

Full-time 11 (46)
Part-time 8 (33)
Retired 4 (17)
Student 1 (4)

Self-reported Patient Clinical Characteristics (n=11)
Duration of CKD diagnosis (years)

≤ 5 5 (46)
6 – 10 2 (18)
≥ 11 4 (36)

Severity of CKD [eGFR (mL/min/1.73 m2)]
30 – 60 5 (46)
15 – 29 3 (27)
<15 1 (9)
Unknown 2 (18)

CKD = chronic kidney disease; eGFR = estimated Glomerular Filtration Rate; PCP = primary 
care physician
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1

Table 2.  CKD self-management topic and feature areas with content suggestions and corresponding counts

Topic area* Priority Content Suggestions Counts
Basic information about CKD:

 What causes CKD
 Impact of CKD and how to manage it (lifestyle, wellbeing)
 How to assess risk of progression
 Understanding eGFR

20

Basic information about kidneys and what they do 17

High

How to slow progression 15
Medium Where to find credible and reliable information on CKD 5

How to prevent CKD 2
Timing of symptoms in relation to CKD progression 1
Learning new skills to manage CKD 1

Understanding CKD

Low

Fertility and family planning 0
Reliable information on diet and nutritional requirements 18
Dietary changes required for CKD and other comorbidities (e.g. diabetes) 17High
Renal friendly/unfriendly foods (e.g. what to eat/not to eat) 15
How to read food labels 7Medium Meal planning  (e.g. how to make modifications) 7
Diet tracking tools 2
How to identify renal friendly food that is affordable 2

Diet

Low
Cooking classes 0
How to manage symptoms and when to seek help 18
What are the symptoms of CKD, what causes them, what to expect as CKD progresses 14
When to act on symptoms, severity of symptoms 12High

Considerations for other comorbidities and impact of treatment for other conditions 11
Fatigue 6Medium Symptom expectations 6
How to slow progression of symptoms 2

Symptoms

Low Lack of symptoms (i.e. silent disease) 1
Common medications for CKD, side effects to watch for and how to manage 22
Indications for medications 20High
Cost, coverage, insurance for medications 18

Medications

Medium Long term use of medications and implications 4
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Medication interactions 3
Interactions between Western and alternative therapies 2
How to facilitate pill taking 0Low

Medication diary 0
Recognition of mental health as a symptom of CKD 19
Support for patients and broader circle (e.g. family, caregivers) for mental and physical wellness 13
Recognition of cultural sensitivity 11
Depression screening 10

High

Addressing how to adjust to new “normal” 10

Mental & Physical 
Health

Medium Resources and support for mental health (e.g. anxiety, guilt, burden) 5
Affordability and accessibility of medications, equipment, food 23
Financial coverage and resources 22High
Long term planning of finances 21

Finances

Low Budgeting 2
Travel limitations 18
Travel insurance 17
Accessing healthcare abroad 14High

What to bring on work/leisure trips 10
Medications for travel/letter of support 7Medium Travel to appointments and how to minimize travel burden 5
Support for caregiver travel 1

Travel

Low Volunteer drivers and supported transit 1
Accommodating work/school environment 18
Integrating diet/medications into lifestyle (e.g. work and school environment) 16
Supports and considerations for returning to work/school 15High

Restrictions for work/school 11

Work & School

Low Arranging for respite 1
Pictures and visuals 15
Ability to enter and track health information 13
Accessible/on the go access to information 12
Links to resources 12
Interact virtually with health team 12

High

Access to electronic personal health information 12
Matrix style (i.e. ability to drill-down to more detailed information) 9
Keep tool simple 9

Features of eHealth tool

Medium
Build own profile 9
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Quick tips and tools 8
Online chat group 8
Caregiver section 7
Multi-medium format (multiple features) 7
Regular updates to tool 6
Reminders, alerts 6
Secure messaging 6
Considerations for privacy 5
Multiple languages 4
Mobile application 3
Organize information by disease stage 3
Acknowledge different sensory needs (e.g. visual, hearing) 2
Reliable, credible information 2
Ability to download or save content 2
Searchable feature 2
Personal/patient stories 2
Consider stage of readiness to learn 2
Virtual coach 2
Tinder-like application 1
Favorites option 1
Print feature 1
Forum to submit questions 1
Filters 1
Podcasts/audio files 1
Hierarchical format 0
Calendar sharing 0
Decision aids 0

Low

Help feature (tool use training) 0
CKD = chronic kidney disease; eGFR = estimated Glomerular Filtration Rate 

*Main topic areas not ranked
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Figure 1. Persona co-creation process

Step 1:

Initial persona templates 
(3 patients, 3 caregivers) 

created using 
demographic data 

Step 2:

Six patient partners 
added contextual 

content to persona 
templates

Step 3:

Iterative process of 
persona modification 

based on patient partner 
input 

Step 4:

Draft personas presented 
to research team 

Step 5:

Final personas agreed 
upon 
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ENHANCING CKD SELF-MANAGEMENT 
WORKSHOP

PERSONAL EXPERIENCE WITH CKD SELF-MANAGEMENT 

We would like you to think about and consider your own experience as it relates to your role as 
either a patient, caregiver, health care provider, or policy maker in self-managing CKD. 

What questions would you have regarding managing and/or understanding any of the 
following: CKD, finances, symptoms, medication, work/school , travel, diet, mental and 
physical health?

What would be the best way of providing information regarding CKD topics and resources?

Please provide a brief response below to the above questions.
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CKD self-management eHealth tool content
What questions/information would __________(patient persona/caregiver persona) have around (or be seeking) for:

 Understanding CKD (e.g. cause, risk factors, what kidneys do, signs/symptoms, treatment options, progression, complications, etc.)
 Diet (e.g. food labels, conflicting restrictions based on multi-morbidities, etc.)
 Medications (e.g. side effects, why prescribed, how to take, etc.)
 Symptoms (e.g. fatigue, medication side effects)
 Work/school (e.g. maintaining work/school)
 Travel (e.g. insurance)
 Mental/physical health (e.g. fear, acceptance of disease, stigma/amount, type of activity)
 Finances (e.g. cost of medications)

Who would ____________ (patient persona/caregiver persona) approach (seek out) for more emotional, social, and/or psychological support 
(e.g. to address depression, coping, maintaining relationships, sustaining hobbies, etc.)?

Probe: health care provider, family member (e.g. spouse, son/daughter), friends, peers, community group, people with similar concerns, multiple 
people/groups?

What would emotional, social and/or psychological support look like for ____________ (patient persona/caregiver persona)?
Probe: peer/buddy support, message boards, forums, etc.?

CKD self-management eHealth tool features
What features would _________ (patient persona/caregiver persona) like included in an eHealth tool?

OR
How would ___________ (patient persona/caregiver persona) navigate an online tool/app?

Probe:
Would any of these features (show handouts) be appealing to ____________ (patient persona/caregiver persona):

 Access to general education/information (e.g. regarding content topics – diet, medication, mental/physical health, etc.)
 Training/education (e.g. interactive modules)
 Checklists (e.g. questions to ask health care provider)
 Reminders/alerts (e.g. medication – timing, refill reminders; lifestyle goals – exercise reminders, appointment reminders, etc.)
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2

 Monitoring - access to and/or record data (e.g. patient portal – see lab results, medication list, current diagnosis, BP, etc.)
 Individualized information (e.g. custom information on diet for particular needs - CKD and diabetes; care planning – action/goal 

planning)
 Communication options – to communicate with health care providers, social networks, etc. (e.g. secure messaging, phone, online 

chat, etc.)

What format would __________ (patient persona/caregiver persona) want:
 Text 
 Photos/pictures/graphs/etc.
 Print
 Video
 Social media
 Other (e.g.  ____________)

Multiple/hybrid methods
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Enhancing CKD Self-management - Workshop Evaluation Form

Strongly Strongly
agree disagree

1. The goal of the workshop was described clearly 1 2 3 4 5

2. The program was well paced within the allotted time 1 2 3 4 5

3. The facilitators were good communicators 1 2 3 4 5

4. The material was presented in an organized manner 1 2 3 4 5

5. The personas aided in the topic discussions 1 2 3 4 5

6. The facilitators were knowledgeable on the topic 1 2 3 4 5

7. I would be interested in participating in more opportunities 
like this 1 2 3 4 5

8. Given the objectives, was this workshop:       Too short      Right length     Too long 

9. Please rate the following:
Excellent Very Good Good Fair Poor

a. Visuals     
b. Acoustics     
c. Meeting space     
d. Refreshments     
e. Accommodations     
      (if stayed overnight)     
f. Handouts     
g. The program overall     

10. What did you most appreciate/enjoy/think was best about the workshop? Any suggestions for   
improvement?
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